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This paper is a literature review of 20 articles to determine barriers to advance directive creation 
and potential solutions to these barriers for adult oncology patients. Common themes from the 
literature review are patient-specific barriers, provider-specific barriers, and general 
communication barriers between patients and providers. Minorities and those with low 
socioeconomic status are less likely to have completed advance directives. Many patients do not 
have good understanding of advance directives; the end of life is a taboo topic, resulting in low 
rates of advance directive completion despite the known benefits of advance care planning. 
Provider-specific barriers include discomfort about bringing up a sensitive topic or feeling like 
there is not enough time for end-of-life discussions. Communication barriers occur when 
providers wait until a late-stage of the disease to initiate a conversation or when they want to stay 
positive for their patients. Advance care planning should be a routine part of care for oncology 
patients, and conversations should be initiated early on in the treatment process. Additionally, 
those at risk for not having an advance directive should be specifically targeted for advance care 
planning. 
  




Barriers and Solutions to Advance Directive Creation for Adult Oncology Patients: 
A Literature Review 
The history of advance directives in the United States has been shaped by precedent- 
setting court cases. In 1975, 21-year-old Karen Ann Quinlan was placed on a ventilator in a 
persistent vegetative state; after months without improvement, her parents wanted her removed 
from the ventilator, against the recommendations of Saint Clare’s Hospital in New Jersey and 
Quinlan’s doctors (Mahon, 2010). The Quinlans took the case, In the matter of Karen Quinlan, 
to the New Jersey Supreme Court, which supported the Quinlans’ decision to remove their 
daughter from mechanical ventilation (Mahon, 2010). In 1983, Nancy Cruzan was in a car crash, 
which similarly left her in a persistent vegetative state (Ball, 2006). Cruzan’s parents took her 
case, Cruzan v. Director, Missouri Department of Health, to the Missouri Supreme Court after a 
nursing home refused to remove her feeding tube; they testified they knew their daughter would 
not want to be kept alive in a persistent vegetative state (Ball, 2006). The Missouri Supreme 
Court stated the feeding tube could not be removed without “clear and convincing evidence” that 
Cruzan would have refused a feeding tube in that situation, and the Court determined her 
parents’ testimonies were not sufficient evidence (Mahon, 2010, p. 351). The case was appealed 
to the United States Supreme Court, which upheld the decision of the Missouri Supreme Court 
(Mahon, 2010). The case was then sent back to the Missouri Supreme Court, which granted 
permission to remove the feeding tube after more evidence and testimony were presented by 
friends of Cruzan (Mahon, 2010). This case set the precedent for requiring clear evidence of a 
person’s wishes in order to withdraw life sustaining medical treatment. 
It was within context of these two cases that the Patient Self Determination Act (PSDA) 
of 1990 was passed by the United States Congress as House Resolution 4449 (Guido, 2006). The 




PSDA states that all healthcare institutions receiving Medicare and Medicaid funding must 
inquire as to whether patients have an advance directive and provide information to all patients 
about their right to advance directives (Guido, 2006). Additionally, institutions are required to 
document whether patients have advance directives and may not discriminate on the basis of 
whether a patient has an advance directive (Hassmiller, 1991). The final element of the PSDA 
states that all healthcare institutions must provide education about advance directives to their 
staff and community (Hassmiller, 1991). 
Despite the importance of advance care planning and the creation of legal advance 
directive documents, widespread acceptance of advance care planning is elusive. Even when 
patients have been educated on the importance of advance directives, they still may not have 
participated in advance care planning. The authors of one study included in this literature review 
found that 70% of their participants were familiar with advance directives, yet only 35% had 
completed one (Bires, Fanklin, Nichols, & Cagle, 2017). The purpose of this literature review is 
to examine common barriers to the creation of advance directives for adult oncology patients as 
well as potential solutions to these barriers. I focused on adults in this review because they have 
sole decision-making authority over their own healthcare. Pediatric patients, on the other hand, 
are subject to decisions made by their parents or other legal guardians; furthermore, children may 
receive concurrent curative and end-of-life care.  
Background 
Advance Care Planning Documents 
Advance directives are legal documents and are an important part of advance care 
planning, a process through which individuals make decisions in the present about their health 
care in the future. Advance care planning documents convey to health care providers a patient’s 




wishes about medical treatment in the event the patient becomes unable to communicate for 
themselves. These documents can be advance directives or orders from medical providers, 
specifically Provider Orders for Life Sustaining Treatments (POLST) or Medical Orders for 
Scope of Treatment (MOST). 
POLST and MOST documents are not legally binding, but they can be used in 
conjunction with advance directives and facilitate discussions about end-of-life care between 
patients and providers (Kellogg, 2017). POLST and MOST documents dictate specifically how a 
patient wants to be treated in the case of cardiac or respiratory arrest (Kellogg, 2017). These 
documents were created to prevent terminally ill patients from receiving life-sustaining attempts 
such as cardiopulmonary resuscitation during hospitalization because the default action in case of 
cardiopulmonary arrest is to attempt all possible life-saving interventions (Hickman et al., 2009). 
POLST and MOST forms are used less frequently in hospice care because patients enter hospice 
care with the intention to forgo aggressive curative treatment, focusing instead on comfort 
(Hickman et al., 2009). Advance directives are still important for patients entering hospice care 
because patients will have differing wishes on the type of care they receive in hospice. For 
example, one patient might refuse antibiotics under any circumstance because he or she 
perceives antibiotics as a treatment intended only to extend life. Another patient, however, might 
consider antibiotics as palliative care to relieve a painful infection, such as a urinary tract 
infection. 
Advance directives can also remove the burden of decision making from families because 
the patient’s wishes are documented. Additionally, he or she may select a healthcare power of 
attorney (HPOA) as part of the advance directive. An HPOA is an individual who makes legal 
medical decisions for another person in the event of incapacitation (Kellogg, 2017). If an 




incapacitated person does not have an advance directive or named HPOA, surrogate decision 
making will usually fall to the patient’s spouse or next of kin, depending on state law (Kellogg, 
2017). Naming a HPOA is important because the closest relative to the patient by law is not 
necessarily the person best equipped to make medical decisions on his or her behalf. 
Ideally, advance directives are created before a person becomes seriously ill, and they 
contain wishes about the medical treatment they want to receive in the event of incapacitation in 
the future (Kellogg, 2017). Some decisions typically included in advance directives address 
implementation of resuscitation, artificial nutrition, hydration, mechanical ventilation, and 
medications intended to sustain life. People may still wish to receive some of these treatments in 
hospice care, but the goal would be palliation of symptoms rather than cure of illness.  
Patient Autonomy  
Advance directives are an important tool for supporting patient autonomy. The American 
Nurses Association Code of Ethics states that patients have a right to self-determination, and 
nurses have the responsibility to support this right (American Nurses Association, 2015). Self-
determination includes the right to refuse treatment and life-sustaining therapy. Advocating for 
the implementation of advance directives is an important way in which nurses can support their 
patients’ right to self-determination because they document the patient’s decisions about 
treatment and life-support. Having an advanced directive and a trusted HPOA can help ensure 
that a patient actually receives care in the way he or she desires. 
The discussion of advance directives is relevant to oncology patients because a cancer 
diagnosis can be a catalyst for discussions about end-of-life care. Patients diagnosed with cancer 
have to make many decisions about their treatment, and the treatment may eventually focus on 
comfort rather than cure. Advance care planning is associated with less aggressive end-of-life 




treatment for patients with advanced cancer, indicated by fewer life-sustaining treatments and 
higher rates of hospice use in the last few weeks of life (Agarwal & Epstein, 2018).  
Cancer Classifications and Prognosis 
Oncology is a broad field that includes many cancers. Cancer is the second leading cause 
of death in the United States, with some types being more fatal than others (Capriotti & Frizzell, 
2016). Broadly, cancer is defined as the uncontrolled growth of abnormal cells, caused by 
mutations stopping the cancer cells from responding to normal growth signals (Stephens & 
Aigner, 2016). These cells do not function normally, and they can metastasize to other 
surrounding tissues or into blood or lymph vessels (Stephens & Aigner, 2016). Cancer can occur 
as a solid tumor in any tissue in the body or arise from blood cells.  
Solid tumors can be benign or malignant, with the latter being cancerous. Benign tumor 
cells resemble normally functioning cells and do not metastasize, while malignant tumor cells do 
not resemble normal cells, are not uniform in appearance, and can metastasize (Stephens & 
Aigner, 2016). Malignant tumors destroy surrounding body tissue and interfere with normal body 
functions (Stephens & Aigner, 2016). Cancer staging is used to indicate the growth and spread of 
cancer cells and can help to inform prognosis (Stephens & Aigner, 2016). Staging is informed by 
tumor growth, lymph node involvement, and evidence of metastasis. Tumor growth is staged on 
a scale of 1- 4, with 1 being a small tumor and 4 being a large tumor destroying the surrounding 
tissue (Stephens & Aigner, 2016). Lymph node involvement grading ranges from 0 for no 
involvement to 3 for distant lymph node involvement (Stephens & Aigner, 2016). Finally, the 
staging process assigns a 0 or 1 for no metastasis or evidence of metastasis, respectively 
(Stephens & Aigner, 2016). Generally, later stage cancers have a poorer prognosis and are more 
difficult to treat. For example, localized lung cancer has a 56.3% 5-year survival rate, while 




metastatic lung cancer has only a 4.7% 5-year survival rate (National Cancer Institute [NCI], 
2015). Over half of patients with lung cancer have metastatic cancer at the time of diagnosis, so 
lung cancer tends to have low survival rates overall (Capriotti & Frizzell, 2016). In comparison, 
breast cancer has an overall 5-year survival rate of 98.7% for localized cancer and a 27% 
survival rate for metastatic cancer (NCI, 2015).  
Hematologic cancers include leukemias and lymphomas. Leukemia can be acute or 
chronic and classified as myeloid or lymphocytic. In lymphatic leukemia, malignant cells arise 
from the bone marrow cells that create lymphocytes (Stephens & Aigner, 2016). Myeloid 
leukemia arises from the bone marrow cells that create other non-lymphocyte white blood cells 
(Stephens & Aigner, 2016). Chronic leukemias advances more slowly, and thus tend to have 
better survival rates than acute leukemias. Lymphocytic leukemia generally has higher survival 
rates in both its chronic and acute forms (NCI, 2015). Lymphomas usually arise from lymph 
nodes, but many also arise from B and T-cells in other sites, such as the spleen, tonsils, or skin 
(Stephens & Aigner). The two most common types of lymphoma are Hodgkin lymphoma and 
non-Hodgkin lymphoma.  Hodgkin lymphoma has 5-year survival rate of 86.7%, while Non-
Hodgkin lymphoma has a 71.7% 5-year survival rate (NCI, 2015). However, lymphoma can also 
be staged by severity, based on growth rate and metastasis, which affects prognosis similarly to 
solid tumor cancers (Capriotti & Frizzell, 2016). Many of the articles included in this review 
include late-stage cancer patients because those patients have the most immediate need for 
making end-of-life care decisions, although advance care planning is relevant to patients in all 
stages of cancer. 
 
Methods 




I conducted a literature search on PubMed and the Cumulative Index of Nursing and 
Allied Health Literature (CINAHL). The preliminary search terms I used included terms such as 
“advance directives,” “medical power of attorney,” “health care power of attorney,” “oncology,” 
“oncology nursing,” “neoplasm,” and “cancer.” I limited the results to articles with publication 
dates in 2013 or later to ensure the content is current. The preliminary search resulted in 198 
articles on PubMed and 115 articles on CINAHL. I compared the results across the two 
databases for duplicates and reviewed them for relevance to the research topic. I excluded studies 
about pediatric patients. I also excluded articles from non-English speaking countries to avoid 
problems with cultural differences related to advance directives. Ideas about end-of-life planning 
can vary widely by culture, and I wanted the discussion to remain as culturally applicable to the 
United States as feasible. I selected articles that discussed barriers to advance care planning for 
adult oncology patients as well as articles about interventions to address these barriers. A total of 
20 articles across both databases met inclusion criteria.  
Literature Review 
In the review of literature, I noted three major themes that encompass barriers to advance 
directive completion for oncology patients. First, much of the research identifies patient-specific 
barriers, such as patient characteristics or demographics, associated with lower completion rates 
of advance directives. The second theme is provider-specific barriers and characteristics. Third, 
issues of communication between patients and providers are mentioned frequently throughout 
the literature. The appendix provides a table summarizing the key findings from the 20 articles 
included in the literature review.  
Patient-Specific Barriers 




Advance care planning is not well understood by many patients and can be a taboo topic. 
In a study of 18 people diagnosed with lung or gastro-intestinal cancer, only 38.8% had some 
idea of what advance care planning is, and many who did only had a vague understanding 
(Michael et al., 2013). Knowledge alone, however, does not directly translate to higher rates of 
advance directive completion. McDonald, du Manoir, Kevork, Le and Zimmermann (2017) 
found that 96% of their 193 participants were aware of at least one component of advance 
directives, yet only 55% had completed an advance directive. Even with the high percentage of 
participants reporting awareness of advance directives, 50% reported lack of knowledge as a 
strong barrier to advance directive completion (McDonald et al., 2017). Interestingly, 49% of 
participants also identified procrastination as a strong barrier (McDonald et al., 2017). 
 Brown and colleagues (2016) reported that younger patients and those with lower 
education levels are less likely to have a completed advance directive. These investigators also 
found that patients with high death anxiety or whose disease interferes with activities of daily 
living are less likely to participate in advance care planning (Brown et al., 2016). Older persons, 
females, Whites, and those with higher incomes are more likely to have an advance directive 
(Inoue, 2016). In addition, being married is another positive predictor of advance directive 
completion (Ho et al., 2016). Patients who have a White caregiver or a caregiver with a higher 
income are also more likely to have an advance directive, although patient and caregivers often 
have similar characteristics (Ho et al., 2016). 
Some conflicting evidence exists on whether higher education is related to higher rates of 
advance directive completion. From her research from the Health and Retirement study, Inoue 
(2016) concluded that higher education was positively correlated with higher rates of advance 
directive completion. Similarly, Saeed and colleagues (2018) found higher income is positively 




correlated with advance directive completion, but no significant difference existed among 
education levels. Both researchers however conclude that persons with a lower socioeconomic 
status have lower rates of advance directive completion (Inoue, 2016; Saeed et al., 2018). 
Persons with higher incomes are more likely to participate in estate planning, which often 
includes the creation of an advance directive, which could explain the higher rate (Saeed, 2018). 
People with lower incomes are also less likely to have a primary care provider, which further 
lowers opportunities for advance care planning discussions (Saeed, 2018). 
More White patients are familiar with and have completed advance directives than Black 
patients (Booker, Simon, Biondo, & Bouchal, 2018). Rhodes, Elwood, Lee, Tiro, Halm, and 
Skinner (2017) examined barriers for African Americans through interviews with 17 African 
American community members with some experience with end-of-life care.  Community 
members cited lack of knowledge and fear as major barriers to advance care planning, 
specifically fear that having an advance directive will cause providers to hasten death (Rhodes et 
al., 2017). Some members of the community also perceive advance directives as conflicting with 
their religious beliefs (Rhodes et al., 2017). Understanding this background is important to 
informing a culturally sensitive approach to advance care planning. 
Patient-Specific Interventions 
 Three articles from the review specifically focused on interventions designed to address 
patient barriers to advance directive completion. The first discussed here is an intervention 
designed to have patients consider their values and preferences surrounding end-of-life care. The 
second intervention is a culturally tailored intervention for adult Latino patients with advanced 
cancer. The third is an autobiographical memory intervention, intended to have participants 
reflect on the experiences their loved ones have had with cancer and the end of life.  




 The first intervention was a randomized controlled trial in which the intervention group 
received an informational pamphlet and had a structured conversation with a psychologist (Stein, 
Sharpe, Bell, Boyle, Dunn, & Clarke, 2013). The conversation included questions about 
symptoms, palliative care, and end-of-life planning (e.g., “Have you been able to talk about your 
wishes in the event that you become more unwell?”) (Stein et al., 2013, p. 3403). The control 
group received care as usual (Stein et al., 2013). The authors used DNR orders and place of death 
as outcome measures (Stein et al., 2013). No significant differences in completion of DNR 
orders were found between groups, although DNR orders were in place 2.2 times earlier on 
average for the intervention group (Stein et al., 2013). The intervention made participants less 
likely to die in the hospital with 19% of the intervention group dying in the hospital and 50% of 
the control group dying in the hospital (Stein et al., 2013). These measures do not necessarily 
reflect advance directive completion, but the findings do support the benefit of having 
conversations about end-of-life decisions initiated by providers. 
The culturally tailored intervention for Latino patients included at least 5 home visits 
with patient navigators who were specifically trained to aid Latino patients navigate end-of-life 
issues (Fischer, Kline, Min, Okuyama-Sasaki, & Fink, 2018). After the intervention, 65.2% of 
the 112 patients in the intervention group had a documented advance directive, compared with 
36% of the 111 patients in the control group (Fischer et al., 2018). However, there was no 
significant difference in pain control at the end of life or hospice use between the two groups 
(Fischer et al., 2018). One goal of advance directives is to improve end of life quality, but the 
higher rates of advance directive completion did not appear to have that effect in this study.  
 For the autobiographical memory intervention, patients were asked to recall end of life 
experiences of family and friends who died of cancer and then given a follow-up advance care 




planning survey (Brohard, 2017). The study had a quasi-experimental design, with the control 
group only taking the survey (Brohard, 2017). After the intervention, participants who underwent 
the memory intervention were more likely to initiate conversations with friends and family about 
their wishes for end of life care (Brohard. 2017). The author suggests this technique should be 
used to augment education about advance directives because it is designed for people who 
understand the concept but have not felt able to initiate the necessary conversations for advance 
care planning (Brohard, 2017).  
Provider-Specific Barriers 
A number of provider-specific barriers appeared throughout the articles reviewed for this 
study. A common problem was providers waiting until a late stage of cancer to discuss advance 
directives (Agarwal & Epstein, 2018; Booker, Simon, Biondo, & Brouchal, 2018). Other 
providers may have discomfort with bringing up the subject of end of life care (Bires, et al., 
2018). Finally, providers may feel unprepared to provide education on advance care planning, or 
they do not feel they have enough time to educate their patients effectively (Lesperance et al., 
2014). Another issue for providers was uncertainty related to reimbursement when billing for 
consultations about palliative care and end-of-life wishes (Lesperance et al., 2014). 
In one study focused specifically on examining both patient and provider characteristics 
as they relate to advance care planning, 75% of the gynecology oncology patients surveyed did 
not report having had any sort of end-of-life conversation with a provider (Clark et al., 2015). 
However, of the patients who did have an end-of-life discussion with a provider, women who 
had conversations with more than one provider were more likely to have an advance directive 
(Clark et al., 2015). Women who named non-physician providers, such as nurse practitioners or 




social workers, as important to their care were also more likely to have a completed advance 
directive (Clark et al., 2015).  
Provider-Specific Interventions 
One study from the literature detailed an intervention focused on training mid-level 
providers to provide information to patients about palliative care and the Five Wishes document 
(Lesperance et al., 2014). The Five Wishes document is a tool designed to aid people in creating 
advance directives, written in language meant to be easily understood (Lesperance et al., 2014). 
The participants were given a pre-training and post-training survey to evaluate the effectiveness 
of the training (Lesperance et al., 2014). Providers reported the Five Wishes document was 
useful for patients, and also stated having a separate time set aside for palliative care discussions 
was helpful (Lesperance et al., 2014). Some providers expressed surprise at how helpful even a 
30-minute conversation could be (Lesperance et al., 2014). Several participants stated the need 
for ongoing education and training for themselves (Lesperance et al., 2014).  
Another intervention was the creation of a workflow for newly-diagnosed late stage 
cancer patients in an outpatient setting (Obel et al., 2014). The workflow offered a series of 
structured visits and conversations with both a nurse and one of two oncologists at the practice 
(Obel et al., 2014). Patient education took place over three visits. In the first visit the patient 
received an educational guidebook and were asked screening questions about advance care 
planning by a nurse (Obel et al., 2014). In the second visit, the patient went over the book with a 
nurse and discussed their goals (Obel et al., 2014). In the third visit, the patient discussed goals 
with an oncologist, who made advance directive notes in the chart (Obel et al., 2014). Outcome 
results were compared to charts of 75 of the oncologists’ deceased patients from the previous 
year (Obel et al., 2014). At the end of the intervention, 69% of patients had advance directive 




notes and 46% of patients had a code status recorded compared to one patient in the comparison 
group (Obel et al., 2014). It is important to note that this was only in an outpatient setting; more 
patients had advance directive notes recorded in an inpatient encounter, but it still highlights a 
lack of continuity of care between the inpatient and outpatient settings (Obel et al., 2014). 
Communication Barriers 
 Communication barriers involve issues in communication between patients and 
providers, and so have some overlap with patient or provider-specific barriers. Shuman and 
colleagues (2013) in a study of the nature of ethics consultations for oncology patients found that 
the most common issues leading to ethics consolations at one of two National Cancer Institute 
cancer centers were related to code status, advance directives, and surrogate decision making. 
They also concluded communication lapses were evident in 45% of the cases, suggesting 
communication barriers can have a large impact on insufficient advance care planning (Shuman 
et al., 2013).  
In a qualitative study about communication, 70% of providers stated they waited until a 
late stage of cancer to initiate advance care planning conversations (Bires et al., 2017). When 
asked about when they initiate conversations, one provider noted, “…after the first line of 
therapy fails and patients have one to two months to live” (Bires et al., 2017, p. 1144). Another 
provider said, “This conversation would make people think I cannot deliver…the good thing 
about palliative care is they take this piece and the oncologist maintains invincibility” (Bires et 
al., 2017, p. 1144). Providers commonly did not have end-of-life conversations when they 
otherwise would like to because they feel there is not enough time or feel they need to stay 
positive for the patient (Bires et al., 2017). In the same study, patients described not having 




advance care planning conversations because they were focused on the idea of wanting to 
maintain positivity or not knowing what questions they should ask (Bires et al., 2017). 
Agarwal and Epstein (2018) have suggested the use of technology as a potential solution 
to address communication barriers. They stated their recent research suggests informational 
video tools and websites can enhance patient understanding of advance care planning, making 
them more likely to engage in it (Agarwal & Epstein, 2018). They also noted a need for patient-
centered care models where patients are encouraged to share values and beliefs openly, as well as 
a standard approach to advance care planning implantation (Agarwal & Epstein, 2018).  
Communication Interventions 
Researchers have attempted to enhance communication with a prognostic awareness 
question prompt with the hope better prognostic awareness would help patients with advance 
care planning (McLawhorn, Vess, & Dumas, 2016). Patients were given a list of questions to 
prompt discussions about their prognosis with their providers (McLawhorn et al., 2016). DNR 
orders increased from 24% to 39%, while hospice referral rates increased from 13% to 22% 
(McLawhorn et al., 2016).  These findings suggest that understanding prognosis is an important 
part of planning for end of life care, although the end-of-life planning seen in this study was not 
measured by advance directive completions. 
Another intervention aimed to increase knowledge of advance care planning in oncology 
patients through having a conversation with a facilitator, who was a trained oncology nurse 
(Michael et al., 2015). The facilitator assessed each patients’ existing knowledge of advance care 
planning and tailored the intervention to their specific needs (Michael et al., 2015). The 
intervention was successful in increasing knowledge, although it did not show a dramatic 
increase in completion of advance directives (Michael et al., 2015).  





 In my research, I came across a few instances of authors who discussed advance care 
planning and used code status or hospice referrals as outcome measures in their research. 
Changing a code status to do-not-resuscitate and hospice referrals may be expected eventual 
outcomes from advance care planning in cases of cancer, but advance directives encompass 
much more. I chose to include articles that used code status and hospice use as outcome 
measures because these studies touched on the topics of end-of-life decision making, but a code 
status order cannot replace the value of having an advance directive. 
 Although articles included in this review noted it is important that patients understand 
their prognosis, poor health literacy can be an added barrier when educating patients about 
prognosis. The American Medical Association and National Institutes of Health recommend 
written patient education materials should not be written above a seventh-grade reading level 
(Prabu et al., 2017). A study was conducted using the Google search engine to search for terms 
related to advance care planning and oncology in order to evaluate the reading levels of easily 
accessible material for patients (Prabu et al., 2017). Of the 100 articles reviewed, none were 
written below a seventh-grade reading level and 49% of the articles were above a high school 
graduate reading level (Prabu et al., 2017). Persons need to understand their diagnoses and 
prognoses in order to make informed end-of-life decisions, so there is a need for simple patient 
education materials easily accessible to patients. Similarly, patients need to understand advance 
directives in order to make effective use of them. This literature review has been heavily focused 
on rates of advance directive completion, but there is more to an effective advance directive than 
simply having the legal document. 




 Advance directives can only serve their intended purpose well if they are accurate 
reflections of a person’s wishes. The authors of a study intended to determine patient 
understanding of advance directives found limited understanding and congruence between 
patient wishes and documentation:  21% of patients had advance directives that did not match 
their verbally expressed wishes and 43% had advance directives that reflected only partially 
statements they made (Ugalde et al., 2018). Despite much research focusing on how to get more 
people to complete advance directives, progress will be meaningless unless patients understand 
what their advance directives mean practically. 
Conclusion 
 Patients benefit from early and ongoing discussions about advance care planning with 
their providers. Providers are experts so they are often expected to be the initiators of these 
difficult discussions. Many researchers advocate for the education of providers, but there is also 
value from the clinical expertise that only comes from the experience of navigating these 
conversations and situations. From the literature, structured interventions and workflows that 
include advance care planning as a routine element of care among oncology patients can be 
helpful, as well as a multidisciplinary approach. Finally, ample evidence shows which 
populations are least likely to complete advance care planning, so targeted interventions are 
needed for those groups.






Authors Title Year 
Published 

















2013 Patients with lung 
and gastrointestinal 
tumors, over the 
age of 25. Findings 
based on 18 
patients. 
• Purpose: to examine how cancer patients understand and 
think about advance care planning (ACP) 
• Methodology: grounded theory 
• Findings: 
o ACP is not well understood by patients 
o ACP is an ongoing process with many discussions, 
both with providers and family/friends 
o Decisions are informed by patients’ backgrounds, prior 
experiences, and values 
• Discussion: ACP should be a routine part of care and 













2013 208 ethical consult 




• Purpose: to analyze ethical consultations for oncology 
patients at two National Cancer Institute cancer centers 
• Methodology: case series 
• Findings: 
o Common issues were related to code status/advance 
directives, surrogate decision making, and medical 
futility.  
• Discussion: more proactive end-of-life discussions and 
improved communication between providers and patients is 
needed to address the most common ethical issues for 
oncology patients 
Stein, R. A., 
Sharpe, L., 
Bell, M. L., 
Boyle, F. M., 
Dunn, S. M, 
Randomized 





2013 120 patients with 
metastatic cancer 
who were no longer 
being treated with 
the intent to cures. 
55 were assigned to 
• Purpose: to test an intervention to facilitate end-of-life 
discussions with oncology patients 
• Methodology: randomized controlled trial 
o Intervention: informational pamphlet and discussion 
with a psychologist about end-of-life values and 
preferences 










group and 65 were 
assigned to the 
control group. 
o Control: routine care 
• Findings 
o Groups had equivalent rates of DNR orders 
o DNR orders were placed an average of 14.5 days 
earlier for intervention group 
o Intervention resulted in decreased likelihood of death 
in a hospital 
• Discussion: the study may have been limited by the small 















A pilot quality 
improvement 
initiative. 
2014 Patients newly 
diagnosed with 
stage IV cancer 
compared to 
deceased patients of 
the same MDs 1 
year prior to the 
study. 
• Purpose: to test a new ACP workflow 
• Methodology: feasibility study 
o Visit one: ACP screening questions and educational 
guidebook 
o Visit two: go over the guidebook with an RN and 
discuss goals 
o Visit 3: patient discusses goals with the MD and the 
MD creates AD notes  
• Findings 
o 33 of 48 patients (69%) had AD notes and 22 of 48 
(46%) had a code status recorded  
o Only 1 of the 75 deceased patients in the comparison 
group had outpatient AD notes and a recorded code 
status 
o 30 had AD notes and 49 had code statuses in an 
inpatient encounter of the comparison group 
• Discussion: the results suggest process improvement can 
increase ACP documentation in an outpatient setting. 
Michael, N., 
O’Callaghan, 




A mixed method 
feasibility study 




2015 30 oncology 
patients with state 
III or IV cancer and 
their caregivers. 
• Purpose: to determine the feasibility and acceptability of 
an intervention developed to facilitate ACP for oncology 
patients 
• Methodology: mixed methods feasibility study 








o The intervention was a conversation with an 
experienced oncology nurse to identify gaps in 
understanding and educate the participants on ACP 
• Findings 
o participants had poor knowledge of ACP before the 
intervention, but knowledge increased after  
o Only 9 participants completed ACP documents in the 4 
weeks after the intervention  
• Discussion: the intervention is feasible and acceptable, the 
researchers but offered some modifications for 
improvement. They suggest reconsideration of follow up 
intervals because 8 patients were too sick to complete all 
three visits. They also suggest patients with early stage 
cancer should be invited to participate as well. 
Clark, M. A., 
Ott, M., 
Rogers, M. 
L., Politi, M. 
C., Miller, S. 
C., 
Moynihan, 
L., … Dizon, 
D. 
Advance care 







2015 200 gynecologic 
oncology patients. 
• Purpose: to examine roles of oncology providers in ACP 
delivery to oncology patients 
• Methodology: semi-structured interviews 
• Findings 
o 50% of participants reported having an advance 
directive and 48.5% reported had named a healthcare 
POA 
o 38.5% said they had both and 39% said they had neither 
o When compared with chart documentation, only 24% 
had an advance directive and 14% had a POA  
o Self-reports of having an advance directive were 
associated with having more than one provider involved 
in care 
o People who named an NP or social worker as important 
to their care also were more likely to report advance 
directive completion 
• Discussion: discussion with multiple members of the care 
team is associated with greater likelihood of advance 
directive completion 
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list on an 
inpatient 




2016 166 oncology 
patients who were 
urgently admitted 
to an inpatient unit, 
had a solid tumor, 
or were considered 
incurable by their 
primary oncologist.  
• Purpose: to test an intervention to increase oncology 
patients’ awareness of their prognosis in the hopes that it 
would lead to increased hospice care and DNR orders.  
• Methodology: longitudinal  
o The intervention was a discussion aid of prompt 
questions for patients to ask about their prognosis 
• Findings 
o Active DNR orders increased from 24% to 39% 
o The baseline hospice referral rate increased from 
13% to 22% 
• Discussion: prognostic awareness is vital for meaningful 
communication about care between patient and provider, 
including end-of life conversations 






2016 Records of 1,056 
patients who died 
between 2006-2010 
• Purpose: to examine sociodemographic factors and 
psychosocial factors that either increase or decrease the 
likelihood of an individual completing an advance directive 
• Methodology: retrospective analysis of the Health and 
Retirement Study, which is a national survey of Americans 
> 50 years. After a participant dies, a proxy informant who 
was familiar with the individual (usually a family member) 
is surveyed and asked whether the participant had an 
advanced directive.  
• Findings:  
o People who were older, female, White, and had higher 
education and income levels were more likely to have 
completed and advance directive 
• Discussion: ACP discussions should be made accessible for 






in patients with 
advanced cancer 
receiving active 




• Purpose: to determine factors associated with advance 
directive completion both before and after a diagnosis of 
cancer 
• Methodology: questionnaire 













o 55% of patients had completed some form of advance 
care planning, with 53% having been completed 
before a cancer diagnosis 
o Higher income and older age were associated with 
higher rates of advance directive completion before 
diagnosis 
o After diagnosis, palliative care referral and end-of-life 
care discussions were associated with advance 
directive completion 
• Discussion: early palliative care and ACP discussions 
should be a routine part of care for oncology patients 





J. A., Lee, M. 











2017 206 terminally ill 
patients and 
caregivers 
• Purpose: to examine factors associated with completing 
advance directives among terminally ill patients 
• Methodology: convenience sampling 
• Findings: 
o Patients who were older, White, or had a higher 
annual income were more likely to have and advance 
directive  
o Caregiver characteristics associated with advance 
directive completion matched those of the patients.  
o Oncology patients were less likely to have completed 
an advanced directive than patients with ALS, which 
is likely related to the inevitable trajectory of ALS 
• Discussion: understanding factors related to advance 




B., Lee, S.C., 
Tiro, J. A., 
Halm, E. A., 
The desires of 





2017 17 African 
American 
community 
members who had 
some personal 
experience with 
• Purpose: to examine perceptions of advance care planning 
and end-of-life care among a sample of African Americans 
• Methodology: semi-structured interviews and focus groups 
• Findings: 











both providers and 
caregivers 
o Participants felt that advance care planning can be 
beneficial, but revealed barriers to completion 
among the African American population 
o Barriers include lack of knowledge and fear that 
participating in advance care planning or enrolling in 
hospice care would lead to providers hastening death 
o Participants also revealed perceived conflict with 
their religious beliefs 
• Discussion: these findings can inform a culturally sensitive 
approach to advance care planning among providers 
Brohard, C.  Initial efficacy 








2017 50 participants with 
terminal canter, 
who had no AD, 
and were enrolled 
in hospice. 25 were 
in the experimental 
group and 25 were 
in the control 
group.  
• Purpose: to test an intervention to facilitate ACP 
• Methodology: quasi-experimental 
o Participants in the experimental group were asked to 
recall end-of-life experiences of family members or 
friends who died of cancer and how those memories 
affected their own end-of-life planning 
• Findings 
o Members of the experimental group were more 
likely to have conversations about their wishes with 
their families after the intervention 
o The intervention causes no apparent harm and could 
be a useful tool for to help people who have been 
educated on ACP, but who are not ready to make 
decisions yet.  
• Discussion: the intervention is not designed to replace 
education, but to augment it 
Booker, R., 
Simon, J., 










2018 6 stem cell 
transplant patients, 
five family 
members, and eight 
clinicians.  
• Purpose: to examine challenges to advance care planning 
through interviewing cancer patients and their providers 
• Methodology: interpretive description 
• Findings: 
o More patients are aware of advance directives than 
there are patients who have actually completed them 




o There was a disparity between White and Black 
patients, with more White patients being familiar 
with and completing advance directives 
o  Many providers wait to have conversations about 
advance care planning until a patient has reached a 
late stage of cancer 


























• Purpose: to evaluate how well oncology patients understand 
advance directives and how accurately they represent 
patient wishes 
• Methodology: qualitative descriptive design 
• Findings: 
o There is limited understanding and congruence 
between patient wishes and documentation 
o 21% of patients had advance directives that did not 
match their verbally expressed wishes 
o 43% had advance directives that only partially 
reflected statements they made 
• Discussion: it is important not only to increase rates of 
advance directive completion, but also to improve 
comprehension and ensure documents accurately reflect 
patient wishes 
Agarwal, R., 








2018 91 articles were 
included in the 
review 
• Purpose: to highlight challenges of ACP for patients with 
cancer 
• Methodology: literature review 
• Findings: 
o Barriers to advance directive completion include 
poor patient understanding of illness, inappropriate 
timing of discussion (occurring for the first time in 
the last 3 months of life), and communication 
barriers between providers and patients.  




• Discussion: enhanced communication (such as 
incorporating the use of technology), ACP documentation, 
and integration into primary care could all help to address 
the barriers to advance directive completion for oncology 
patients 
Fischer, S. 
M., Kline, D. 
M., Min, S. 
J., Okuyama-
Sasaki, S., 
Fink, R. M. 
(2018). 
Effect of apoyo 
con carino 
(support with 




care outcomes for 




2018 223 adults with 
stage III or IV 
cancer diagnoses. 
The control group 
had 111 




• Purpose: to determine if having a culturally tailored patient 
navigator can reduce health disparities for Latino patients 
receiving palliative care 
• Methodology: randomized controlled trial 
o Participants in the intervention group were given 
education packets about ACP, pain management, 
hospice, and advance directives. They also had at 
least 5 home visits with patient navigator who were 
trained specifically to help Latino patients navigate 
end-of-life care issues 
• Findings 
o The intervention increased AD documentation, but 
had no effect on quality of life, pain management, 
or hospice use 
• Discussion: the intervention was valued by patients and 
improved ACP documentation, but did not have an effect 
on hospice use or pain management 
Bires, J. L., 
Franklin, E. 
F., Nichols, 
H. M., & 








2018 20 oncology 
patients and 10 
providers who care 
for oncology 
patients. 
• Purpose: to examine challenges providers face when 
communicating about advance directives with patients 
• Methodology: semi-structured face-to-face interviews 
• Findings 
o White patients have the highest rate of advance 
directive understanding and completion 
o Challenges providers faced included low comfort 
levels in bringing up a difficult subject with their 
patients and waiting until a late-stage diagnosis 




• Discussion: open communication about prognosis and 
treatment options is necessary to ensure high quality care 




J., Epstein, R. 
M., Fiscella, 
K. A., 
Norton, S. A., 
& Duberstein, 
P. R. 
Is annual income 






2018 265 patients with 
advanced cancer. 
• Purpose: to examine the relationship between income and 
education levels and advance directive completion 
• Methodology: data analysis from the Values and Options in 
Cancer Care clinical trial 
• Findings: 
o Lower income correlates with lower advance 
directive completion 
o There was no statistically significant association 
between higher education levels and advance 
directive completion 
• Discussion: people with lower income may be less likely to 
have an advance directive because they are less likely to 
have a regular primary care provider, and interventions are 
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